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Abstract  

 

Health literacy continues to experience the normal growing pains of an emerging field of 

inquiry and practice. The evolving concept of health literacy requires the development of 

new measurement tools in order to adequately study interventions and identify best 

practices. This article describes a multi-stage process of engaging the largest known 

international group of health literacy professionals in an online discussion about health 

literacy measurement. The goal was to gather input and identify important themes in the 

discussion using both quantitative and qualitative evaluation methods to gauge the 

strength of any consensus about health literacy measurement and start to identify topics 

that should be considered and addressed by those working to develop new tools to 

measure health literacy. 
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The importance of the role of consensus in advancing scientific understanding cannot be 

underestimated. Scientific consensus helps inform policy and practice decisions, funding 

streams, and educational content. As importantly, consensus provides a point of reference 

for development and testing of alternate hypotheses, and the assessment of the risk of 

errors in logic and in the scientific process. Consensus processes are one of the points 

where social processes interact with scientific reasoning. The process of forging 

consensus, and then testing and possibly altering that consensus may well be the core 

contribution of science to the larger human endeavor of advancing knowledge.
1-5

  

 

This article first provides a brief overview of existing health literacy screeners, often 

called health literacy measures, and then reports on a multi-stage process to identify areas 

of consensus regarding the measurement of health literacy. The goals of this interactive 

online process were to: 

• gather input and identify important themes using both quantitative and 

qualitative evaluation methods, 

• gauge the strength of any consensus about health literacy measurement, 

and  
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• identify topics that should be considered and addressed by those working 

to develop new tools to measure health literacy. 

 

 

 

A brief overview:  The field of health literacy 

 

 

While the origins of the study of health literacy are truly global, in the United States the 

field emerged during the past decade in no small part through the development and use of 

what are better referred to as health literacy screeners, rather than the more commonly 

used descriptor of measures of health literacy.
6
 .  

 

The priority of screening is to identify quickly and easily who does and does not exhibit a 

characteristic. The functions of measurement include advancing knowledge by testing 

hypotheses, exploring and explaining the structure and function of a phenomenon, 

monitoring effectiveness and equity of interventions, defining problems facing society, 

and contributing to policy. The move from screening to measurement of health literacy 

parallels the move in clinical terms from old-fashioned blood pressure cuff, as well as 

stethoscopic and manual health check-up, to an integrative and comprehensive health 

examination focusing as much on prevention as on diagnosis.
7
 

 

Existing health literacy screeners include the various versions of the Rapid Estimate of 

Adult Literacy in Medicine (REALM)
8-11

, various versions of the Test of Functional 

Health Literacy in Adults (TOFHLA)
12, 13

, two analyses of three screening questions
14, 15

, 

the Health Activities Literacy Scale (HALS)
16

, the Newest Vital Sign (NVS)
17

, Stieglitz 



 4 

Informal Reading Assessment of Cancer Text (SIRACT)
18

, Medical Achievement 

Reading Test (MART)
19

, Literacy Assessment for Diabetes (LAD)
20

, Nutrition Literacy 

Scale (NLS)
21

, the Short Assessment of Health Literacy for Spanish-speaking Adults 

(SAHLSA)
22

, an instrument targeting Canadian adolescents
23

, a “talking touchscreen” 

approach
24

, and the 2003 National Assessment of Adult Literacy (NAAL).
25

  

 

The use of these screeners generally demonstrates a correlation between these measures 

and various indicators of quality of life, health status, and health system performance.
8, 12, 

14, 15, 17, 26
 However, a number of specific critiques of the existing screeners can be found 

in the academic literature.
6, 16-18, 24, 26-38

 

 

These critiques include critical observations that existing screeners and measures of 

health literacy:  

 are not designed to test or advance an underpinning theory of health literacy,  

 are limited to evaluating skills, for example some overly rely on the cloze 

formatted reading test while others only evaluate word recognition and not 

understanding, 

 lack cultural sensitivity and can exhibit bias toward certain population groups, 

 are not directly useful for informing or evaluating health promotion and 

communication interventions (e.g. a pre-post design), curricula, policy, or 

schemes to pay health professionals  based on performance,  

 place a problematic burden and potentially harmful label on patients being tested 

in clinical settings,  
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 do not evaluate spoken communication skills, 

 do not consider health literacy as a public health issue,  

 have ambiguous wording on some items,  

 do not adequately distinguish between people at very low and very high levels of 

health literacy, 

 were not subjected to rigorous psychometric analysis,  

 have not been used in a consistent way,  

 focus on a single skill, content area, or conceptual domain, e.g. reading or 

medication labels, while most theories and definitions of health literacy involve 

multiple skills and conceptual domains, e.g. writing, speaking, civic or critical, 

culture, or scientific;   

 may be biased toward those with recent experience with the health care system or 

content area; and 

 Due to the variations among the tools, make it difficult to compare experiences or 

results across studies and to establish the relationship of health literacy to health 

status. 

 

Functionally, existing health literacy screeners emphasize what some individuals cannot 

do or understand in fairly specific simulated clinical contexts. For example, current 

screeners ask what foods and beverages can be consumed prior to a medical procedure. 

The negative consequences of this approach often include blaming individuals and 

elevating the jargon and technical language of medicine while devaluing the 



 6 

communicative skills and abilities (e.g., verbal and visual) that literate and low-literate 

individuals often do possess.
39-41

 As a result, while the most commonly used screeners 

report varying success at identifying individuals who lack or “suffer” from low health 

literacy, they are based on the mistaken assumptions that literacies in general and health 

literacy in particular are politically neutral and universally applicable as well as assume 

that people are passive recipients of health information.
42

 

 

Another area of concern is the initial validation samples of existing measures of health 

literacy (Table 1). None of the existing measures were validated with a random sample 

drawn from the general population. For example, the REALM was initially validated with 

predominately black women who had low levels of education. The TOFHLA was 

initially validated with mainly Hispanic and African Americans with low levels of 

education. The Newest Vital Sign was initially validated with predominately Hispanic 

women. While this lack of validation among other populations is not necessarily a fatal 

blow to the ultimate validity of any social science tool, it is generally preferable to 

validate an instrument with a sample that accurately reflects the population of interest.  

 

Another concern emerges from a recently published systematic review of the connections 

between literacy and health wherein only two of the 24 articles that met the review 

criteria involved a random sample, and none were reported to involve a control group.
37

  

 

The authors of this article are not aware of a peer-reviewed report of any project designed 

to improve participants‟ performance on any of the existing health literacy screening or 
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measurement tools and then definitively linking that improvement to a change in health 

status. In practical terms, that would be the strongest validation a measure of health 

literacy could receive. 

 

The field of health literacy was also propelled by the findings of the National Adult 

Literacy Survey (NALS) in 1993 and the National Assessment of Adult Literacy (NAAL) 

in 2003. While the 1993 NALS did not include a measure of health literacy, the findings 

did impact perceptions of the role of literacy skills in health-related  behaviors and health 

status, and generated interest in the many potential implications of low literacy. The 2003 

NAAL did include a measure of health literacy and those results have generated even 

further interest in the connections between literacy and health in the United States. 

However, as the exact methodology of the NAAL is not available for use by others it is 

not a candidate for broad adoption as a health literacy tool. 

 

An underlying challenge: Problems of definition and theory development 

 

Despite, or perhaps because of, the rapid growth that the field of health literacy has 

experienced, several variations in definitions of health literacy indicate a lack of 

consensus.
43

 For example, Healthy People 2010 defines health literacy as the degree to 

which individuals have the capacity to obtain, process, and understand basic health 

information and services needed to make appropriate health decisions.
44

 An U.S. Agency 

for Healthcare Research and Quality (AHRQ) effort limits individuals in that definition to 

“patients‟ ability” and thus emphasizes clinical settings over public health or other 
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contexts.
45

 An American Medical Association (AMA) ad hoc committee on health 

literacy defined health literacy as a constellation of skills, including the ability to perform 

basic reading and numerical tasks required to function in the health care environment.
46

  

 

Kickbusch and Maag offer a context-driven definition of health literacy as the ability to 

make sound health decisions in the context of every day life – at home, in the community, 

at the workplace, in the health care system, in the market place, and in the political arena. 

Thus, in this definition, health literacy is a critical empowerment strategy to increase 

people‟s control over their health, their ability to seek out health information, and their 

ability to take responsibility for their health. There is also a rather straightforward yet 

equally difficult to operationalize definition of health literacy as people‟s practical ability 

to make decisions about their health.
47

 

 

Researchers in Canada and at the World Health Organization offer a definition of health 

literacy as people‟s ability to find, understand, appraise, and communicate information to 

engage with the demands of different health contexts to promote health across the life-

course.
48

 Zarcadoolas et al. defined health literacy as the wide range of skills and 

competencies that people develop to seek out, comprehend, evaluate, and use health 

information and concepts to make informed choices, reduce health risks, and increase 

quality of life.
31, 32

 

 

There is a recent move toward defining and practicing health literacy as a theory of health 

behavior change, not just a set of skills that people may or may not have. For example, 
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the Calgary Charter on Health Literacy proposes “health literacy allows the public and 

personnel working in all health-related contexts to find, understand, evaluate, 

communicate, and use information.”
49

 This definition moves past the top-down bias 

inherent in the notion of “appropriate decisions” found in other definitions. The logic 

model in the Calgary Charter on Health Literacy starts with finding information – then 

moves through understanding, evaluating, and communicating – and concludes with 

using information (i.e. behavior change). While that work is not done, this model seems 

„testable‟ with defined measures for each stage that can reflect both the public‟s and 

health professionals‟ roles. This definition also inherently contains a logic model that all 

people, programs, and institutions can follow as they try to make, or help people make, 

informed decisions about health. 

 

It is important to note that despite this wide range of definitions, to the knowledge of this 

article‟s authors, none of the existing definitions of health literacy or approaches to health 

literacy as a theory of behavior change were explicitly used as the conceptual basis for 

any of the many attempts to screen or measure health literacy. Some attempts at measure 

development have created ad hoc definitions that reflect a limited range of the above 

conceptualizations. As a result, there is a distinct mismatch between the attributes 

included in the most recent definitions and theories of health literacy and the attributes 

actually included in existing screening or measurement devices for health literacy. 

 

There is also a growing body of health literacy curricula that target a wide variety of 

audiences and content areas. (See, for example, 

http://www.centreforliteracy.qc.ca/Healthlitinst/Calgary_Charter.htm
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http://www.advancinghealthliteracy.com/curricula.html) A comparison of the content and 

targeted audiences of these curricula with the content and populations used to initially 

validate existing health literacy measures reveals another mismatch between existing 

measures and actual practice. Of the very broad, and growing, range of contexts and 

content targeted by health literacy curricula, existing measures of health literacy are 

loosely applicable to roughly about one-quarter of that content.   

 

To sum up this short history, while health literacy is now generally accepted as a concept 

indicating much more than the lack of an ability to read health information, current 

measures of health literacy only test a narrow range of reading and, occasionally, 

numeracy skills 
18, 31, 32, 43, 50-53

. This severely limits, for example, the ability to 

comparatively evaluate the growing number of health literacy initiatives in any depth 

beyond the superficial aspects of what happened (e.g. how many documents were 

rewritten or physicians trained), versus the more complex and useful understandings 

about why change did or did not occur at the individual, community, or health system 

level. 

 

In addition, researchers and practitioners are currently using inconsistent investigative 

methods, measures and underlying assumptions about health literacy. As Kelly (2004) 

once wrote, such a situation will ultimately produce “disjointed, perhaps even 

contradictory findings a few years from now, as funded studies with widely disparate 

views of even the most basic precepts of health literacy work their way to completion. 

Even worse . . . statistical power that is inadequate, both within and across studies, to 
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yield trustworthy findings and interventions  . . . This scenario typifies what happens 

when funding occurs before consensus is reached on what the underlying construct of 

interest is and is not.” The field has recently witnessed at least a partial example of the 

types of outcomes predicted by Kelly with the widely promoted “Ask Me 3” program 

being found to not produce statistically significant differences between a control and 

intervention group.
54

 

 

Building a comprehensive measure of health literacy explicitly designed to test and 

advance the theory of health literacy may well be the most significant and necessary task 

facing health literacy research and practice. 

 
 

The NIFL discussion list and the process of gauging consensus 

 

To further explore issues related to health literacy measurement and gauge whether 

consensus on health literacy measurement is possible, the authors designed and 

conducted a week-long discussion on the health literacy discussion list that is sponsored 

by the LINCS (Literacy Information aNd Communication System) program. The 

discussion list creates the largest-known connected community of health literacy 

researchers and practitioners in the world. The list is moderated by Julie McKinney, 

health literacy specialist at World Education, and the discussion was guest moderated by 

Andrew Pleasant, director of health literacy and research at Canyon Ranch Institute. 
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The Health Literacy Discussion List began in 1996 as one of several literacy-related 

listserves offered by the LINCS program. The LINCS program includes discussion lists, 

resource collections, and three regional resource centers, all of which offer professional 

development and technical assistance in adult literacy education. Since it began, the 

Health Literacy Discussion List has experienced growth paralleling that of the field of 

health literacy and now has more than 1500 subscribers from throughout the United 

States and from Canada, England, Ireland, Taiwan, Australia, New Zealand, Netherlands, 

and Israel 

 

The members of this discussion list approach health literacy from a broad range of 

perspectives: they include adult literacy practitioners, public health practitioners, 

librarians, health educators, researchers, medical school faculty, health center and adult 

education administrators, clinicians, and professionals and students from many other 

disciplines. A range of perspectives is valuable in a consensus-building plan for a 

multidimensional concept like health literacy, and is a good reason to use such a 

discussion list for this purpose.  

 

In advance of the week-long discussion, suggested reading and discussion questions were 

made available to all list members. These remain online and can be viewed at 

http://lincs.ed.gov/lincs/discussions/healthliteracy/10Measures. 

 

During both the online discussion and the following online consensus-gauging survey, 

participants were encouraged to contribute as many qualitative comments as they desired. 
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There was no cap to an individual‟s participation, nor was participation required of 

anyone except the guest moderator and moderator of the discussion group. 

 

With a total of 231 posts from approximately 80 individuals, the discussion was very 

busy in comparison to normal listserv activity. Each day several themes emerged that 

were richly explored by a broad range of people from a variety of fields. At the end of 

each day, guest moderator Andrew Pleasant posted a mini-review of the day‟s themes. 

List members expressed that the daily summary of themes proved very useful as there 

was so much information and so many views expressed that it was hard to keep track of it 

all each day, and even more challenging over the period of the five-day week. The 

thematic reviews were used as a first step in gauging any consensus as well as helping to 

keep the discussion thematically organized to aid in later analysis. 

 

After the five-day discussion, individual submissions to the discussion were analyzed 

both quantitatively and qualitatively. Qualitatively, a thematic analysis was employed 

that was based on the content of each individual post and the other posts, if relevant, the 

message was sent in response to. Thus, messages were analyzed for themes both 

individually and in relation to the stream of the discussion of which they were a part. 

Themes were identified and short summary statements of the content those themes 

addressed were developed. Those summary statements were quantitatively counted to 

reflect frequency of appearance in the discussion. 
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The entire discussion is accessible online at 

http://lincs.ed.gov/lincs/discussions/healthliteracy/10Measures. 

 

At the conclusion of the discussion, in order to further investigate and identify the current 

state of the field of health literacy and any possibility of consensus, listserv members 

were asked to respond to a short series of questions and statements posed via 

www.surveymonkey.com. This survey received responses from 123 individuals over four 

consecutive days. 

 

The ultimate goal is that this consensus identifying process can serve as groundwork for 

moving forward with the process of developing new measures of health literacy. 

However, there is not a universally agreed-upon process of defining consensus. The 

International Standards Organization (ISO), for example, defines consensus when two-

thirds of the votes are in agreement and not more than one-quarter of votes are in 

disagreement.
55

 

 

Anticipating critiques from a divided field, this consensus-gauging process set a higher 

bar than the ISO approach, identifying as areas of consensus issues where between 80 

percent and 89 percent of the responses are in agreement with a statement (defined as 

selecting “Agree” or “Strongly Agree” on a four-step Likert scale). Areas of strong 

consensus are where 90 percent or more of the responses are in agreement. Areas with 

below an 80 percent level of agreement are identified as areas where consensus is 

lacking. 
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The online discussion: Identifying and exploring the issues and themes 

 

An analysis of the themes that emerged in the online discussion revealed 18 identifiable 

themes to the online discussion. (Table 2). Many messages, not reported here, reflected 

single themes. Single messages could and did take, at times, opposing views on the same 

theme. 

 

The most common theme in the discussion was related to existing measures of health 

literacy and how they are used. This theme primarily reflects the extent to which health 

literacy researchers and practitioners have not found a suitable measure or screening 

device that meets their needs – despite their desire to do so. The next four most-frequent 

themes indicated criticisms of existing health literacy screeners and uncertainty about the 

appropriateness and use of those existing tools. Taken as a whole, the top five themes 

indicate that a vast amount of the discussion reflected unhappiness with and uncertainty 

about the state of the field as they included 136 messages while the next 13 most frequent 

themes included only 44 messages. 

 

For instance, a submission reflecting the three most common themes, argued “There are 

numerous „literacies‟ all tangled up in the concept of health literacy and since no one has 

researched the linkages between them, it is impossible to develop a tool that could 

actually capture all dimensions at this time. Instead we have some good tools that 
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examine specific literacies (functional, clinical, etc.) that we can integrate into a set of 

proxy measures. More research needs to be done exploring using multiple tools to 

establish a Health Literacy Index. This triangulation is what is needed to paint a more 

complete picture until our understanding and research methods have advanced enough for 

us to develop a true multidimensional measurement instrument.” 

 

Another person asked, “Are there tools, checklists, or measurement devices that are 

specifically geared to and validated for the provider setting that can be used to facilitate 

change management and CQI [continuous quality improvement] activities? I think we 

have enough information to prove that health literacy is a problem, I think we need to 

start identifying and accelerating the adoption of practices that are known to create 

positive outcomes and work in populations with low health literacy.” 

 

One person, responding to the variety of approaches, commented, “I do not think one 

measure/ tool/ approach could possibly suffice.”  

 

Another message, critical of some approaches to assessing health literacy wrote, “When 

we talk about everything under the sun like it IS health literacy, you really aren‟t defining 

health literacy, and if you can‟t define health literacy, what are you really measuring?...a 

mixed bag of various factors that in the end you can‟t separate out what you really want 

to measure (health literacy). The key is to focus on SKILLS (again...not just patients or 

individuals!) as being distinct (but not removed) from context. If you can measure skills, 
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and find out what skills are at low level, then you can focus interventions on those 

specific skills.” 

 

Comments reflecting the second most common theme – disconnects between measures 

and definitions – followed the course of this representative statement. “It is critical for the 

academic field to come to consensus as to definition, and to examine the ways that it 

communicates health literacy concepts to those with the means to influence it.” 

 

Examples of comments reflective of the third most common theme – What and who 

should we measure? – included: 

 “If health literacy is indeed a set of processes and outcomes shared between 

patients/families/populations and health care professionals/systems, then the ultimate 

measure of health literacy may require an assessment of the quality of the interaction 

BETWEEN these two entities, rather than trying to measure something about one of 

the entities in isolation from the other.” 

 “I‟d also add something about numeracy (understanding and using numbers and 

statistics) because it‟s critical to assessing risk.” 

 “While universal precautions should be adopted, there is some burden on the 

patient/consumer to integrate into the dominant culture. That suggests that there needs 

to be a meeting in the middle – not just one side doing everything – so any measure 

needs to consider both sides.” 
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A comment reflecting the second and third most common themes also resonates as it 

rather accurately depicts the challenges facing health literacy measurement. A participant 

wrote, “The clinical setting represents only a sliver – in terms of health literate behaviors. 

Public health is a domain in which health literacy has to be practiced. Because of these 

dimensions, I‟m afraid measurement becomes extremely difficult. As I see it, we may 

well need to find a very robust instrument that can capture the various elements – 

 fundamental, scientific, cultural and civic - that (Pleasant) and (Zarcadoolas) have 

proffered in their work - Advancing Health Literacy. The question is: Can these concepts 

be operationalized to provide an instrument that could yield a true measure of health 

literacy?” was coded as reflecting both the second and third most common themes. 

 

Other representative examples of messages, by theme, include: 

 

Fourth most common theme – Who measures and for what purpose? 

 “I don‟t agree that we are measuring health literacy when we consider the skill sets of 

practitioners. This usage bothers me. I see it as health communication on their part 

and health literacy on the part of the „consumer.‟”  

 “I endorse (the) suggestion that we focus on measuring the ability of the health care 

system to communicate effectively with diverse audiences of varying levels of health 

literacy. With these kind (sic) of data we can develop interventions to improve the 

effectiveness of health communication.” 

 “While I'm generally skeptical about the need and intentions of those assessing health 

literacy I would support and engage in a conversation about new approaches and 
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measures that do not support the dominant paradigm or dominant culture. I would 

frame new approaches to health literacy as a change agent – changing the existing 

hierarchy of knowledge and power, especially within the medical establishment and 

its diaspora.” 

Fifth most common theme – Principles of health literacy/ avoid labeling 

 

 “I teach our medical students and residents that health literacy is a shared process 

between patients and health care professionals, but that the RESPONSIBILITY for 

ensuring that health literate communication has occurred is actually somewhat more 

on the shoulders of the health care professional at the end of the day. If it has not 

already been mentioned in this context, the Calgary Charter on Health Literacy 

(http://www.centreforliteracy.qc.ca/aboutus.htm) attempts to reframe the concept of 

health literacy in these terms.”  

 

These few examples from a large and robust discussion demonstrate both the level of 

thought and the complex issues that participants engaged with during the week. There is 

strong evidence that the discussion participants have a high level of knowledge about 

health literacy, that they are aware of the different communities of practice and thought 

that currently make up the field, and that many sustain a strong passion regarding their 

work addressing health literacy.  

 

While there are clearly agreed-upon areas of interest, within those areas there was much 

more discussion than explicit moments of agreement during the week. In general, the 
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discussion focused more on questions about what existed in health literacy measurement 

rather than specific suggestions of what could be done to measure health literacy in a 

robust and meaningful manner. 

 

The diverse discussion seemed to indicate that reaching consensus on what health literacy 

is and how to measure that construct might be best described as an impossible dream. The 

next phase of this process tested that assumption. 

 

Results from an online survey tool to gauge consensus: Moving toward agreement 

 

 

In the online consensus-gauging survey, participants were first asked to respond to 

statements describing various positions about health literacy measurement that had been 

posted during the listserv discussion and/or are found in the academic literature about 

health literacy. Eleven of the 19 statements received 90 percent or greater agreement 

(those choosing Agree or Strongly Agree). These statements are areas of strong 

consensus. Four statements received between 80 percent to 89 percent agreement. These 

statements reflect areas of consensus. Three statements received less than 80 percent 

agreement. These statements identify areas lacking consensus. 

 

Participants were asked to respond to a series of descriptive statements about health 

literacy measurement, organized here by strength of consensus (Tables 3 - 5), what skill 

areas should be included in a health literacy measure (Table 6), and what conceptual 

domains or literacies should be included (Table 7). 
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These areas of strong consensus reflect a strong desire to follow a very rigorous scientific 

approach to development of a new measure of health literacy and, overall, that the 

existing measures are not accepted by the field at large. Additional areas of strong 

consensus include health literacy being a two-sided concept (i.e. that the health system 

and professionals as well as the general public and patients have, or do not have, health 

literacy).  

 

 

Identified areas of consensus indicate that participants see health literacy as: 

 more than the ability to read the written word,  

 a determinant of health status, and  

 extending beyond clinical settings into multiple domains of health and society. 

 

 

Statements about health literacy measurement that lack consensus indicate that there 

remains interest in measurement focused on clinical settings, but it is not an 

overwhelming interest. Further, there is a lack of consensus on the need to distinguish 

health literacy from communication. 

 

 

One important item that did not achieve consensus was a proposed element of health 

literacy that was taken directly from the U.S. Institute of Medicine definition of health 

literacy – namely that an outcome of health literacy was an “appropriate decision.” Areas 

of strong consensus exactly duplicate other recent consensus processes, most specifically 
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the definition and conceptualization of health literacy as introduced by the Calgary 

Charter on Health Literacy. 49
 

 

 

Survey participants were offered an open-ended „Other‟ category to respond to all 

questions, yet only five people replied to one opportunity and only 14 people replied to a 

second. The very low number of qualitative responses received to the „Other‟ categories 

when offered is evidence that participants deemed the supplied conceptual domains 

sufficient and accurate. Participants were not supplied with definitions of these 

conceptual areas. Instead, they brought their existing understanding of health literacy to 

this process. 

 

Summary of Key Findings 
 

Comments on these results are welcomed from all health literacy professionals, whether 

they are researchers, practitioners, administrators, funders, policymakers, or a 

combination thereof. In the near future, a follow-up discussion will occur on the NIFL 

health and literacy listserv to further gauge consensus regarding how people understand 

the conceptual domains and skill sets. Doing so will help the field more precisely identify 

what and how health literacy professionals believe health literacy can and should be 

measured.  

 

Additionally, further investigation into remaining areas of disagreement that arose during 

the online discussion and consensus-gauging process is warranted. For example, there is 

some disagreement about the importance of including outcomes in a 
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methodology/measure of health literacy. Additionally, there was some sense of 

disagreement about the relationship among culture, literacy, communication, and health 

literacy. Some participants in the online discussion seemed to indicate that culture and 

language could be separated while others strongly disagreed with this notion. 

 

Discussion 

 

There are two surprising findings worthy of note. One, a central debate ongoing in the 

field is whether health literacy is only a function of patients and the public, or whether 

the concept includes health professionals. During the online discussion, this theme 

repeatedly emerged. However, in the online survey of participants this became one of the 

strongest areas of consensus. Indeed, it seems the broader conceptualization of health 

literacy has indeed changed from its roots – which were to primarily blame patients for 

not complying with a health care professional‟s instructions. 

 

Secondly, the lack of consensus about inclusion of a civic domain into a measure of 

health literacy is surprising. Given the common appearance of references to Brazilian 

educator and internationally respected scholar Paulo Freire‟s literacy work in the health 

literacy field in general, this result seems inconsistent with the widely accepted view of 

literacy as a tool of personal and societal empowerment. This finding is especially 

intriguing given the ongoing discussion about health care reform in the United States and 

the continuing need to increase prevention, especially of chronic disease, on the 

individual, community, national, and global levels. Health literacy is frequently cast as a 
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primary means to those ends, and a civic aspect to health literacy seems inherent to that 

process.  

 

Overall, it is very safe to conclude from the analysis of the discussion and survey 

responses that there is a strong consensus that the existing measures of health literacy are 

inadequate or incomplete. This process identified many areas of consensus within the 

field about what should be included in a measure of health literacy. 

 

Recommendations 

 

This article‟s authors strongly suggest that national and international health research 

funding organizations support the development of a new approach to measuring health 

literacy that explicitly addresses a broader conceptualization and definition of health 

literacy, including the various domains indicated. 

 

Further, this process found evidence indicating that the U.S. Institute of Medicine (IOM) 

should consider revisiting their core publication and definition on health literacy 

published in 2004. There was not consensus in regard to some elements of the current 

IOM definition of health literacy, a key example being the disagreement with the IOM 

definition that an outcome of health literacy is an “appropriate decision.”  

 

Health literacy has always been present, but only in the past 15 to 20 years has the idea 

started receiving the level of investigation and concern that is warranted. No one should 
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be surprised that a recently emerging field of study like health literacy experiences some 

growing pains in terms of developing and readjusting the core concepts. This is not a 

negative experience, but a positive learning process. This process of deliberation and 

consensus gauging has further advanced health literacy. 
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Table 1. Initial validation samples of selected health literacy screening tools 

Measure Exact description 
General 

description 

REALM 
N=207; convenience sample; 54% 

black; 76% female; 42% dropped out 

of high school 

Black women with less 

education 

TOFHLA 

N=403; app. 20% refusal; 11% failed 

screening; convenience sample, 45% 

African American “indigent”; 45% 

Hispanic; 58.5% less than high school 

graduate/GED. 

Hispanic and African 

Americans with less 

education 

Newest 

Vital Sign 

N=500 (250 eng; 250 Spanish); 20% 

refusal; mean age 41;  21.5% white, 

73% Hispanic; 84 men; 416 women 
Hispanic women 

Chew’s 

single item 

screener 

N=332; 5% women; 81% white; 86% 

GED or higher; ambulatory pre-op 

clinic (excluded „worst‟ cases) 

White men with GED 

or higher 

Wallace’s 

single item 

screener 

N=305; 68% female; 81.3% insured 

by TennCare/Medicare; only English 

speaking; 85.2% White; 88% less than 

high school education 

White women with less 

than high school 

education 
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Figure 1. How to join the Health Literacy discussion list 

 

 

The purpose of this list is to provide an on-going professional development forum 

where literacy practitioners, healthcare providers, health educators, researchers, policy 

makers, and others can discuss health literacy needs, goals and strategies. These 

include: literacy and communication issues in health education programs and in health 

care settings; integrating health care access skills and basic health knowledge into 

literacy programs; collaborations between the fields of adult literacy, health care and 

other related agencies the readability of health materials; and the clarity and 

accessibility of oral and written health communication.  

 

List members form an online community of practice dedicated to moving the field of 

health literacy forward, with the ultimate goal of improving health communication, 

access and outcomes for everyone. 

 

You can read about it and join for free at the following link: 

 

http://lincs.ed.gov/mailman/listinfo/Healthliteracy  

 

At this link, you can also read the recently posted messages, as well as archived 

discussions from past years, and even search the archives for areas of interest. You can 

click on "Discussions" to see the other LINCS discussion list topics.  

http://www.nifl/lincs.ed.gov/mailman/listinfo/Healthliteracy
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Table 2. Themes in the online discussion about health literacy measurement - 

arranged by number of messages 

Number 

of 

messages 

Theme 

45 What measures are out there now and how do they work?  

30 A disconnect between measures and definitions of health literacy 

22 What and who should we measure?  

19 Who measures and for what purpose?   

10 Principles of health literacy and avoid labeling individuals as lacking 

8 How to arrive at consensus? 

6 Literacy vs. health literacy   

5 The Calgary Charter – health literacy as a theory of behavior change 

5 Spanish/English measures of health literacy  

3 Any tool is better than none  

3 The National Assessment of Adult Literacy (NAAL) 

2 CAHPS item set on health literacy   

2 Evaluating health literacy curricula    

2 Measuring health literacy in Europe - the HLS-EU survey   

2 NIH funding – What‟s accepted as a measure of health literacy? 

2 Public health literacy categories   

2 Qualitative vs. quantitative measures of health literacy  

2 Assessing readability   
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Table 3. Areas of strong consensus indicated by participant responses to the online 

survey about health literacy measurement 

  
Strongly 

Disagree 
Disagree Agree 

Strongly 

Agree 
N 

New measures of health literacy 

need to be developed. 
1% 8% 38% 53% 123 

New measures of health literacy 

need to be based on sound theory. 
0% 5% 44% 51% 122 

Theory of health literacy needs to 

be relevant to actual experiences. 
0% 3% 43% 54% 121 

Measurement of health literacy 

needs to be relevant to actual 

experiences. 

0% 2% 38% 60% 124 

We need to be able to measure 

both sides of the health literacy 

equation - the health literacy of 

individuals and the health literacy 

of health systems and health 

professionals. 

1% 2% 27% 70% 124 

The field of health literacy is 

coming full circle from early 

depictions of it being the public's 

„fault‟ to current work 

emphasizing the responsibility of 

the health system and health 

professionals. 

0% 9% 51% 39% 117 

No single methodological tool is 

up to the task of measuring health 

literacy, therefore a measure of 

health literacy must incorporate 

multiple methodologies. This may 

include both quantitative and 

qualitative methodologies. 

1% 8% 44% 48% 119 

A measure of health literacy needs 

to be validated with a broad 

population, not just a limited 

sample. 

0% 4% 35% 61% 124 

As you cannot „see‟ health 

literacy, the measure must sample 

from all the conceptual domains 

outlined by the underlying theory 

or conceptual framework. The 

measure can be comprehensive but 

does not have to include 

everything. 

1% 8% 68% 24% 114 
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A measure of health literacy must 

allow comparison across contexts 

including culture, life course, 

population group, and research 

setting. 

3% 3% 44% 49% 122 

A measure of health literacy will 

be multi-dimensional, addressing 

both multiple conceptual domains 

and multiple skills. 

1% 4% 44% 51% 120 

 

 

Table 4. Areas of consensus indicated by participant responses to the online survey 

about health literacy measurement 

  
Strongly 

Disagree 
Disagree Agree 

Strongly 

Agree 
N 

Existing measures of health 

literacy, while important to the 

early development of the field, do 

not match the understanding of 

health literacy that has developed. 

2% 11% 44% 44% 119 

Health literacy is a social 

determinant of health. 
2% 9% 37% 52% 124 

A measure of health literacy 

should include evaluation of 

spoken language skills. 

0% 20% 48% 32% 121 

A measure of health literacy 

should clearly distinguish health 

literacy from literacy. 

1% 14% 38% 48% 120 

A measure of health literacy that 

focuses solely on the clinical 

setting is inappropriate when 

researching public health 

behaviors and outcomes. 

2% 11% 43% 45% 123 
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Table 5. Areas lacking consensus indicated by participant responses to the online 

survey about health literacy measurement 

  
Strongly 

Disagree 
Disagree Agree 

Strongly 

Agree 
N 

There is no utility in screening 

people in daily clinical practice. 

(Universal precautions should be 

taken) 

5% 29% 23% 43% 120 

Health literacy measurement 

should not prioritize the clinical 

context. 
4% 21% 38% 38% 112 

A measure of health literacy 

should clearly distinguish health 

literacy from communication. 
3% 20% 39% 38% 120 

 

 

Table 6. Which skill areas should be included in a measure of health literacy? (As 

indicated by participant responses to the online survey about health literacy 

measurement.) 

 
Strongly 

Disagree 
Disagree Agree 

Strongly 

Agree 
N 

Areas of strong consensus 

Finding/obtaining 0% 7% 43% 51% 122 
Understanding 0% 0% 22% 78% 123 
Evaluating/processing 0% 2% 34% 64% 121 
Communicating/ Being able to 

communicate 
0% 0% 35% 65% 124 

Using information 1% 2% 28% 69% 121 
Making informed choices 1% 5% 26% 68% 123 

Areas lacking consensus 

Making appropriate choices 7% 17% 28% 49% 115 
 

Table 7. What conceptual domains (or literacies) should be included in a measure of 

health literacy? (As indicated by participant responses to the online survey about 

health literacy measurement.) 

 
Strongly 

Disagree 
Disagree Agree 

Strongly 

Agree 
N 

Areas of strong consensus 
Fundamental/conceptual 0 4 47 57 108 
Critical 1 9 47 50 107 

Areas of consensus 
Cultural 2 9 43 55 109 
Scientific 0 17 56 35 108 

Areas lacking consensus 
Civic 0 31 50 23 104 
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